Objectives: To audit the care of patients with epilepsy in primary care; establish a register of people with epilepsy in each GP practice, and introduce more systematic management of these patients.
NON-EPILEPTIC SEIZURES
Physical abuse, sexual abuse and somatisation in patients suffering from non-epileptic seizures R. Gilham, M. Oto, P. Conway & R. Duncan
NES Clinic, West of Scotland Regional Epilepsy Service, Southern General Hospital, Glasgow G51 4TF, UK
The association between physical abuse, sexual abuse, and other complaints was examined in a population of 177 patients with NES. Twenty-nine patients reported sexual abuse, 19 reported physical abuse and 38 reported both. The presence or absence of medically unexplained urinary symptoms, bowel disorders, muscular symptoms, fatigue, headache, weakness and poor memory was also recorded. Associations were tested using the Chi-square test. Sexual abuse was associated significantly with urinary and bowel complaints, and muscular symptoms. Physical abuse was associated with weakness. Both were associated with poor memory. All Chi-square tests were significant at P < 0.05. It is concluded that:
1. Both physical and sexual abuse, as separate or combined phenomena can be associated with a range of symptoms in a population of patients with non-epileptic seizures.
2. Sexual abuse is more likely than physical abuse to be associated with urinary, bowel, and muscular complaints. These data illustrate the potentially devastating and costly impact that abuse can have on health, and suggest that sexual abuse may have a particular association with certain medically unexplained symptoms.
The development of a written information sheet for patients with non-epileptic seizures, their families and carers

M. Oto & R. Duncan
NES Clinic, West of Scotland Regional Epilepsy Service, Southern General Hospital, Glasgow G51 4TF, UK
In giving the diagnosis of NES it is crucial that patients are given appropriate information in the correct manner, in order to ensure their successful engagement in the therapeutic process. At our dedicated multidisciplinary NES Clinic, we noted that following the delivery of the diagnosis of NES, some questions were often asked by patients and relatives. Verbal and written information together is preferred by patients and effective, so we have developed an information sheet. Over 4 weeks (20 patients) we recorded all the questions asked during the clinic, and wrote a script of our usual answers. The main themes centred around the nature of the disorder, its causes, the diagnostic tests, and the treatment. A first draft with the form of questions and answers was given to a group of health professionals and to the next 10 patients and carers attending the clinic. They were asked to read the information and give feedback, which was then incorporated into the final version. The aim of the information sheet is not to be just a simple list of facts, but to provide carefully worded explanations to help patients and carers understand this difficult condition.
A history of attacks during sleep is of no value in discriminating epileptic from non-epileptic seizures
It has long been thought that attacks which arise from sleep must necessarily be organic rather than psychogenic, and therefore that a patient reporting nocturnal epileptiform attacks is unlikely to have non-epileptic seizures (NES, pseudoseizures). We carried out a retrospective analysis of attack patterns in 48 patients with NES, to determine how many gave a history of attacks arising during sleep at the time of the original clinical assessment, and in how many patients attacks were subsequently recorded on video EEG while the patients appeared asleep. Out of 39/48 patients in whom the diurnal rhythm of attacks was specifically commented on in the case record, 14/48 (29%) reported that they had attacks during sleep. In five of those patients, there was also an eyewitness report that attacks had arisen from apparent sleep. Subsequent video EEG recording documented attacks apparently arising out of sleep in 9/48 (18%) patients. We conclude that it is common for patients with NES to give a history of attacks during sleep, and that the history may be confirmed by an eyewitness report. Contrary to what has previously been believed, such a history should not be taken to imply that the attacks are necessarily organic. Presynaptic GABA B receptors depress transmitter release in response to spillover of GABA from neighbouring synapses. This phenomenon can be measured in rodent hippocampal slices in vitro by measuring the effect of trains of stimuli in one synaptic pathway on transmission through another pathway (heterosynaptic depression, HD). HD at the mossy fibre (MF)-CA3 synapse gates excitatory input into the hippocampus and may therefore prevent limbic seizure propagation. We asked whether GABA B receptor-mediated HD was changed in two rat models (pilocarpine injection and perforant path stimulation) of limbic status epilepticus (SE, seizure activity lasting more than 30 min). HD of excitatory post-synaptic field potential amplitude was abolished 24 h after SE (control: 21 ± 6% depression, n = 9; SE: 0 ± 5%, n = 6; P < 0.005 unpaired t-test). Fifteen patients with persistent seizures after epilepsy surgery were studied using ictal HMPAO Single Photon Emission Computed Tomography (SPECT). Eight had temporal lobe resections, two had vascular malformation lesionectomy, one had occipital cortectomy and three had frontal resections. Two patients with temporal lobectomy and one with occipital cortectomy showed hyperperfusion of the temporo-parieto-occipital junction (TPOJ) homolateral to the resection. One patient with temporal lobectomy had a typical postictal pattern contralateral to the resection. One of the patients with lateral temporal lesionectomy showed a typical mesial temporal pattern, the other one showed hyperperfusion adjacent to the resection. The patient with amygdalohippocampectomy showed hyperperfusion in the remaining posterior part of the hippocampus and of the contralateral parietal lobe. One patient with frontal lobectomy had two areas of hyperperfusion adjacent to the resection, one had hyperperfusion posterior to the resection and one had ipsilateral hemispheric hyperperfusion. Six patients, all post temporal lobe surgery, showed no significant localizing features.
The correlation of central benzodiazepine receptor binding with amytal distribution and cerebral perfusion during the intracarotid sodium amytal test
D. Guyon, J. Patterson & R. Duncan
West of Scotland Regional Epilepsy Service, Southern General Hospital, Glasgow G51 4TF, UK
The intracarotid amytal test is used to assess speech and memory prior to epilepsy surgery. As amytal is injected into the internal carotid artery while the hippocampus is perfused by the posterior circulation, the mechanism of the test is uncertain. SPECT studies have imaged the distribution of amytal after injection, or brain structures rendered hypoperfused by amytal. One double-label study has shown that the two are mismatched in the basal ganglia and insula. One patient from this study had 1123 iomazenil SPECT, to image central benzodiazepine receptors. Coregistration of MRI with SPECT images representing amytal distribution, hypoperfusion, and BZ receptor density, showed that the basal ganglia and insula had good amytal delivery but were not hypoperfused, and also had low BZ receptor density. Amytal acts on barbiturate receptors which form part of the GABA receptor complex, as do BZ receptors. We hypothesise that some structures of the brain are not rendered hypofunctional by amytal because they have low GABA receptor density, illustrated by the low BZ receptor density on SPECT.
Themes of relevance impacting on the quality of life of young people with epilepsy: a qualitative study
The National Centre for Young People with Epilepsy, St Piers Lane, Lingfield, Surrey RH7 6PW, UK
A qualitative study generating themes of relevance impacting on the quality of life of young people with epilepsy is reported. Qualitative interviews were conducted with 50 children and adolescents with epilepsy and their parents. The patients had a range of different seizure types, severity and chronicity. Data collection and analysis followed the approach known as 'grounded theory', an interactive process during which the data is coded and refined and subsequent data collection is guided by the emergent themes. Professional, participant and literature review of identified issues further established the validity of the emergent categories. These categories include; Biological-clinical, Cultural, Psycho-social, Restrictions due to seizures and Family burden, with each category containing several subcategories. It is hoped that the categories identified could be of clinical utility in assisting professionals to assess and elicit concerns of families with the aim of identifying areas of intervention and resource distribution in families where there is a child or adolescent with epilepsy. Furthermore, this study is intended to contribute towards the conceptualisation of a multidimensional model of factors impacting on quality of life that will provide the basis for the development of a measure of quality of life for young people with epilepsy. In the 14 patients so far reviewed, Levetiracetam lead to abolition or highly significant reduction in photically induced PPR's in all patients: in those few patients who had resistant pattern induced PPR's there was a similar sustained abolition or reduction. This beneficial effect has not, so far, worn off.
DRUG TREATMENT Effect of Levetiracetam on photoparoxysmal responses (PPR) in the EEG
As patients with PPR's have primary generalized epilepsy, use of Levetiracetam in this condition is currently outwith its licensed indications. A formal trial of Levetiracetam in patients with resistant PPR's is clearly indicated.
Effect of Levetiracetam on resistant juvenile myoclonic epilepsy
L. Greenhill, T. Betts & H. Yarrow
Birmingham University Seizure Clinic, Queen Elizabeth Psychiatric Hospital, Birmingham B15 2QZ, UK
Levetiracetam (Keppra) has recently been introduced onto the UK/US market for the treatment of drug resistant localisation related (partial onset) epilepsy. Its pre-clinical profile would strongly suggest that it might be effective in primary generalized epilepsy particularly Juvenile Myoclonic Epilepsy (JME) because it is related to piracetam, used in resistant myoclonias. We have therefore been trying Levetiracetam in our clinic population of patients with JME resistant to conventional treatment (Valproate and/or Lamotrigine).
Over 30 patients have been assessed and have taken it sufficiently long for efficacy to be evaluated. 62% became, and currently remain, seizure free. Only two have so far failed to show any response. Early morning myoclonic jerks, often so difficult to completely control with other medication, seem to respond particularly well.
Levetiracetam shows early promise in resistant JME. Formal trials of its efficacy in this condition against placebo should be undertaken. Efficacy, in terms of patients becoming seizure free, varies according to seizure type, being lowest in patients with partial onset seizures only (approximately 25%), rising to approximately 38% in patients with partial onset seizures with secondary generalization and 60% in patients with primary generalized epilepsy (especially Juvenile Myoclonic Epilepsy). The median dose at which seizure control was achieved was 1800 mg total daily dose. There seems little point in escalating the dose above the manufacturers recommendations. The side effect profile was comparatively low: irritability and seizure increase were the commonest reasons for withdrawal (5% of those treated): a low slow dose increase seems to reduce side effects. Its efficacy and comparative ease of use make it the logical first choice as a second line AED.
Audit of levetiracetam prescribing
S. Candlish & L. Nashef
Kent & Canterbury Hospital, Canterbury & King's College Hospital, UK
We present an ongoing audit of 53 consecutive adult patients with intractable epilepsy prescribed Levetiracetam by one practitioner before December 31, 2001. The cohort comprised 25 males and 28 females, with a mean age of 41 (range 18-77). Mean age of onset of the epilepsy, where known, was 10.5 (range 18 months-72 years). Patients had a variety of epilepsy syndromes and seizure types, both partial and generalized, idiopathic and symptomatic. Approximately 30% had learning difficulty. Where known, patients had tried a mean of 4.47 AEDs (range 0-11) in the past and were on 2.23 AEDs (range 0-5) at the time that Levetiracetam was prescribed. Data on titration schedules, dose ranges used, early retention rates, efficacy in different syndromes (including JME), side effect profile and reasons for withdrawal will be presented. Our experience concurs with this being a broad-spectrum effective medication, sometimes at low doses, with reasonable tolerability. Patients were usually started on 250 mg/day (very occasionally 125 mg) increasing only if tolerated and only if seizures continued by 250 mg increments at minimum intervals of 2 weeks. Efficacy was sometimes noted at low doses of 500 or below. Less than 6% withdrew within the first 3 months.
WOMEN AND EPILEPSY
Blundering into pregnancy: a survey of women with epilepsy booked for delivery in a Midlands maternity hospital
L. Greenhill & T. Betts
Birmingham University Seizure Clinic, Queen Elizabeth Psychiatric Hospital, Mindelsohn Way, Birmingham B15 2QZ, UK
Since July 2001 we have been reviewing every woman with epilepsy booked for delivery in Birmingham Women's Hospital, as part of our developing women's epilepsy service (preconception and pregnancy). If patients from our own preconception service booked into the hospital were excluded, only a small minority of the women had had any preconception advice or counselling (only one had had a preconception drug change). Some (approximately 30%) almost certainly did not have epilepsy: 50% of the patients were taking Sodium Valproate and (again excluding our own patients) only one was taking an adequate dose of folic acid.
Our impression is that the majority of women with epilepsy in our city blunder into pregnancy unprepared, uninformed and unassessed: previous work in our clinic suggests that such women are significantly more likely to produce an AED damaged child (Betts and Fox, 1999) .
Epilepsy, the ovary and antiepileptic medication-teasing out the variables
T. Betts, H. Yarrow, N. Dutton & L. Greenhill
Birmingham University Seizure Clinic, Queen Elizabeth Psychiatric Hospital, Mindelsohn Way Birmingham B15 2QZ, UK
There is much controversy about the effect of epilepsy itself, and the medication given for it, on ovarian structure and function. The controversy is complicated by misunderstanding of the significance of cysts in the ovary and conflated by different results obtained by different researchers, so that some affirm that Valproate affects ovarian structure and function and others deny it.
We have been studying ovarian structure and function in three groups of women with primary generalised epilepsy who had either only ever taken Valproate, Lamotrigine or Carbamazepine and compared them with a control group of women of equivalent age. Compared with the control group, women with epilepsy no matter what drug they were taking, were significantly more likely to have polycystic (polyfollicular) ovaries. This appears to be an epilepsy effect. Woman taking Valproate were significantly more likely than any of the other groups to have the Polycystic Ovary Syndrome (not all women who had the hormonal characteristics of the syndrome necessarily had polycystic ovaries). Lamotrigine or Carbamazepine seem to have a protective effect against developing the syndrome (as did taking the contraceptive pill in all four groups). We opine that one explanation for the conflicting results obtained in other studies of the effect of Valproate on the ovary may be that the effect of oral contraceptive medication, being taken by the women in question, and concomitant anticonvulsant medication has not been taken into account.
NURSING
Research proposal for a qualitative study into information needs of patients undergoing video telemetry
D. Patsika
Basil Samuel Outpatient Department, National Hospital for Neurology and Neurosurgery, Queen Square, London WC1N 3BG, UK This study aims to show an understanding of the research process through constructing a research proposal. In order to achieve this, a research proposal will be presented with the following components: literature review, methodology; sample, data collection tools, data analysis, other methodological considerations, pilot plans and conclusion. The research centres around whether patients who suffer from epilepsy and who are undergoing pre-surgical evaluation receive the information they need prior to and during telemetry. High levels of anxiety were observed on the author's ward amongst patients undergoing video telemetry. The literature review undertaken by the author suggests that patients admitted for telemetry are receiving too little information about the process. Qualitative data will be collected. A sample of 12 patients with a confirmed diagnosis of epilepsy will be accessed through the admission system. Semi-structured interviews of between 20 and 40 min with subjects will be undertaken and tape recorded. This type of interview embraces an inductive approach although the interview guide has been structured to contain a deductive element also. Data will be analysed using themes and category saturation known as 'thematic content analysis'. A pilot study will also be undertaken to assess feasibility and to evaluate the interview guide.
A prospective study to evaluate the clinical and non-clinical activity of a clinical nurse specialist in epilepsy based in the neurology department of a district general hospital
L. Baddeley
Department of Neurology, Royal Infirmary, Princes Road, Hartshill, Staffordshire ST4 
7LN, UK
Rationale: There is little documented evidence of the weekly workload of a clinical nurse specialist in any field of care. The debate of the effectiveness of this type of role is ongoing. Often it is difficult for the nurse to explain exactly how the working week has been spent. This study was to try to address this by collecting information on activities undertaken over a 1-year period.
Objective: To document the time spent on clinical and non-clinical activities, including numbers of patients seen in clinic and ward settings, telephone contacts, teaching sessions, case conferences attended, school visits, administration and clerical work, audit, research. Numbers of new patients seen and the total number of patients from each of the local Primary Care Groups (PCG) was also collected.
Methodology:
To implement a database that would allow collection of the relevant information. To ensure that time was allowed to complete the data collection on a regular basis so ensuring that this was always done prospectively.
Conclusion:
Information was collected and all areas were audited successfully. The results outlined in detail the time spent on clinical and non-clinical activities. Numbers of new patients and patients from each PCG was established.
The role of the epilepsy nurse specialist at a tertiary care hospital
T. Hosking & J. Duncan
National Hospital for Neurology and Neurosurgery, Queen Square, London WC1N 3BG, UK This paper describes the role of the Epilepsy Nurse Specialist (ENS) at a large tertiary referral centre, the National Hospital for Neurology and Neurosurgery (NHNN), patient referral criteria, treatment guidelines, telephone service and the results of a 6-monthly audit. The aim of the service is to better meet the needs of patients with refractory epilepsy and provide General Practitioners with greater support.
Three hundred patients were referred to the ENS in the first 6 months of service. A questionnaire was posted to 193 patients. There was a 69% response rate.
Sixty percent patients contacted the ENS for urgent medical advice relating to medication side effects or worsening seizures. Important aspects of the service were access by telephone to medication advice, information, support and adequate time to discuss issues. The ENS improved continuity of, and accessibility to, care for patients, has freed up scarce medical time and has become a key member of the multidisciplinary epilepsy team. Results: This case demonstrates the relationship of the site of the hamartoma within the hypothalamus and the behavioural, cognitive, motivational and emotional signs displayed.
CASE HISTORY
Discussion:
Recently it has become apparent that at least some of the adverse clinical effects of hypothalamic hamartoma can be reversed by surgical intervention: 'our experience suggests that successful lesioning or removal of the hamartoma leads to major improvements in cognitive performance and behaviour' (Kanner AM and Kuzniechy, Psychiatric Issues in Epilepsy ed Ettinger AB and Kanner AM, p176, 2001).
The complexity and pervasiveness of the signs associated with hamartoma in this patient demonstrates the need for comprehensive clinical assessment pre-and post-surgery. Without this the role and timeliness of surgery, in hypothalamic hamartomas, will remain poorly defined. Two years ago one of us (T. Betts) described, on a poster at the British Branch of the ILAE meeting in Edinburgh, three of his patients who had, shortly before their sudden death from epilepsy (SUDEP), predicted that they would so die, and asked if any of his colleagues had a similar experience.
At that time members of Epilepsy Bereaved, a charity for those bereaved by SUDEP, indicated that they knew of other examples and one of us (F. Rashidi) interviewed the relatives of five of these patients.
None of these five people with epilepsy knew of the existence of SUDEP (unlike the previously described patients). All had been recently diagnosed and had struggled to come to terms with the diagnosis, but seemed to have reached a stage of acceptance, but also gave clear indication that they knew they were to die. In this respect they were similar to the first three patients described.
We speculate on the mechanisms involved: is letting go of the will to live, giving up the struggle to survive, one of them?
Results: A total of 52% of the questionnaires have been returned so far. Preliminary data has been analysed on 105 affected children, including 42 males. All 80% of children had a different diagnosis before RAS was diagnosed: breath holding (28%), epilepsy (14%), temper tantrums (6%). Pain (82%), surprise (70%), fear (22%) and tiredness (25%) were the common trigger factors. Most seizures lasted between 0.5-2 min, but were usually followed (in 77%) by at least an hour's sleep. About 60% reported incontinence of urine during the seizure and 33% sustained injury 75% reported tonic spasms, 37% reported hypotonic seizures and 47% had jerking during some seizures.
Conclusions: RAS is still under diagnosed. Many seizures have features commonly presumed to suggest an epileptic basis. It should be recognized that both tonic, tonic-clonic, clonic and hypotonic seizures may be due to syncope and are not necessarily epileptic.
